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& Human Development




NIH/CRC

10 Center Drive/ Room 1E-1-3140

Bethesda, Maryland 20892

(301) 402-7785

adamskt@mail.nih.gov

Dear Referring Physician:

Thank you for inquiring about the Pheochromocytoma/Paraganglioma Research Program and protocol at The National Institutes of Health (NIH), the following information is needed for a patient to be considered for our pheochromocytoma/paraganglioma protocol. So we may give you and your patient the best possible response and therapeutic plan, one complete package must be sent, including pathology slides, if indicated, and CD/films.

*It is important to note that we cannot accept patients into this protocol who have recently had surgery for pheochromocytoma/paraganglioma and at this time are without evidence of disease. We are also only able to accept patients with the understanding that surgery for their pheochromocytoma/paraganglioma will be preformed at the NIH.* 

Once the package is received members of our team will review the material and Karen T. Adams, MSc., CRNP, will contact you with the decision. 

Please send the package to:

Karen T. Adams, MSC., CRNP







NIH/NICHD







10 Center Drive, Building 10, CRC







Room 1E-1-3140, MSC







Bethesda, Maryland 20892-1109

For our team to evaluate your patient properly we will need the following documentation:

1.  Referral letter

2.  Biochemical and imaging studies (CD)

3.  Pathology reports and slides

Referral Letter


A referral letter (mandatory per our protocol) addressed to Karel Pacak, M.D., Ph.D., D.Sc. must be included in the package. We apologize but email or patient progress notes will not be accepted in place of a referral letter. The referral letter must thoroughly explain your reasoning for referring this patient, as well as include a thorough history and physical of the patient, a list of current medications, a list and explanation of past medical treatments (such as chemotherapy and radiation treatments), any psychiatric or other disease issues, the patients nationality and ethnicity and whether or not the patient will be able to afford travel and lodging. The referral letter must contain all of the following data; otherwise we will not be able to properly consider the patient in question. 

· Reason for referring the patient

· History and physical

· Previous medical conditions and treatments (including chemotherapy and radiation)

· Patient’s nationality and ethnicity (patient able to speak, read and understand English?)

· Patient’s ability to afford travel and lodging (the NIH does not pay for travel)

Biochemical Data and Scans


Biochemistry reports from the last three months as well as pre-surgery reports are required as well as all relevant scans done within the last year and before each surgery. Scans to be submitted in CD format with accompanying written reports. 

· Plasma metanephrine and catecholamine levels within three months of admission
· Preferred total body CT scan with contrast (a pheochromocytoma/paraganglioma can be found anywhere in the body)

· All relevant imaging studies 

· All imaging studies must be submitted in CD format with accompanying written reports

Forward images on a CD, including diacom view reader, so we are able to download the images. Each scan, i.e., CT whole body, must be listed on the CD via name of scan and date of scan; each one must be listed separately. ***We do not accept STENTOR or HERMES (sending this will delay acceptance here). 

Pathology Reports and Slides

If the patient has had a previous surgery for pheochromocytoma we require the pathology report(s), paraffin block(s) and pathology slides. We will also need biochemistry and imaging reports, and CD, from before the surgery. 
· Plasma metanephrine and catecholamine results before surgery
· Copy of imaging studies showing lesions before surgery on CD

· Pathology slides, pathology report and paraffin blocks
Without all of these documents we will not be able to consider your patient for evaluation into our pheochromocytoma/paraganglioma protocol at the National Institutes of Health. Kindly take the time to put together a complete packet. 
























